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STRUCTURED ABSTRACT 
Background 
The treatment of cancer in adolescents and young adults is still challenging nowadays, presenting, 
in addition to the biological complexity of the disease and its treatment, special psychosocial needs 
of this subset of patients. This type of patient lies in a “no man's land”, between pediatric and adult 
oncology, too often without an adequate care. Moreover, suffering for cancer during adolescence, 
could hinder or delay the normal construction of a personal identity; therefore, these patients require 
more specific tools aimed at their protection and support. Due to the specific Italian historical 
background and scientific culture, to the complexity of psychosocial needs and to the 
multidisciplinary approach accomplished, the development of medical and psychological cancer 
treatment in children, adolescents and young adults represents a productive context for 
experimenting new approaches to psychological care, with each path of care tailored on the specific 
needs of a particular patient. This dissertation collects the studies conducted at the Pediatric 
Oncology Unit of Istituto Nazionale Tumori di Milano (INT), where a model for the best care of 
adolescent is being defined. These studies concern the critical aspects of the Adolescent and Young 
Adult Oncology, i.e. medical and psychological aspects, the primary role of communication, the use 
of new media, and the definition of an appropriate intervention strategy.  
Aim of the project 
The aim of this work is to describe the major concerns of cancer treatment in adolescents, reporting  
my scientific research and clinical experience at the Pediatric Oncology Unit of Istituto Nazionale 
dei Tumori of Milan, in which a multidisciplinary team is seeking a new psychological approach. 
Results 
In the present dissertation I present the results of the work carried out in the last three years. These 
results can be divided in four major categories,  which are described in  the different chapters.  
For each chapter, a brief summary is followed by a complete version of the single studies, most of 
which have been already published, or are in press or submitted to international scientific journals. 
Chapter 1: Medical problems. In recent years, pediatric oncologists reported that the survival trend 
for adolescents with cancer is disappointingly lower when compared with the improvements seen in 
children in the last few decades. I report two studies in which this is particularly evident. 
- Study 1.1. The situation in Italy is described, along with the current efforts made in order to bridge 
the gap in the curve of survival rates and implement specific programs for patients suffering of 
synovial sarcoma and rhabdomyosarcoma, two high-grade soft tissue sarcoma subtypes that occur 
in adolescents and young adults. 
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- Study 1.2. It appears that adolescents often arrive to qualified cancer institutions with a 
considerable delay, and this is likely to affect their chances of being healed. We conducted a 
prospective investigation on patients with different types of solid tumors with the aim of 
establishing whether the diagnostic delay observed for soft tissue sarcomas, is confirmed in case of 
other malignancies. The data we collected suggest that this is the case. 
Chapter 2: Psychological aspects. Dealing with patients’ psychosocial needs has become an 
increasingly fundamental goal of care institutions. This is true, in particular, for adolescent patients. 
They develop the disease when are experiencing major psychological and physical changes, 
establishing their self-image, structuring their identity, their personality and their relationships with 
their peers. This makes especially important the presence of an adequate psychological care, that 
takes into account the relationship they are establishing with their social world. Medical care system 
must take responsibility for the person as a whole, and has to combine traditional therapy with new 
methods specifically designed  for each individual patient.  
- Study 2.1 This study reviews the international literature from 1980 to present, with considerations 
on the perspectives for integrating the clinical, psychological, and psychopharmacological 
interventions. I discuss the specific issues relating to the psychopathological diagnosis in the course 
of organic disease, and behavioral aspects determined by the biological mechanisms directly related 
to the disease and their treatment. 
- Study 2.2. The organic components of psychic and behavioral alterations occurring during the 
disease are illustrated, considering the symptoms, the causes, and the possible remedies in the light 
of the most recent interdisciplinary viewpoints. The main mechanisms connected with the oncologic 
treatments - chemotherapy, surgery, radiotherapy - and responsible for psycho-organic alterations in 
children and adolescent with cancer are described. Within the Pediatric Oncology centres, the 
psychological intervention and the psychotherapy are generally offered to children and adolescents 
in order to support their adjustment to disease and treatment. The clinical practice, however, points 
out that the cognitive and emotional symptoms are sustained by biological mechanisms connected 
with disease and treatment, and that do not respond to psychological consultation and to other 
psychosocial resources. These manifestations could interfere with the treatment or with the long-
term adjustment, and sometimes it is necessary to use also pharmacological supports to face them, 
but precise guidelines are needed . 
- Study 2.3. The use of the mirror therapy to treat phantom limb syndrome in a 39-year-old patient, 
whose right lower limb had been amputated at the age of 17 for an osteosarcoma is described. The 
patient suffered from frequent episodes of pain, with severe negative consequences on the quality of 
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his life. In particular, the advantages of using an unconventional rehabilitation technique, and the 
recently developed mirror therapy are discussed.  
- Study 2.4. Cancer patients may have particular and clinically unconventional needs that are often 
unnoticed. It is a characteristic of adolescents to wonder about the meaning of life: who am I? 
Where am I going? What is the meaning of life? Disease and suffering unavoidably interfere with 
such processes (which are already critical per se). With the idea that spirituality is a relevant aspect 
for adolescents suffering from cancer, a ‘spiritual assistant’ should be included in the 
multidisciplinary team, whose aim is to adequately deal with patients’ needs, in order for them to 
have faith, trust and hope. This study explains what exactly the role of the spiritual assistant is 
within our group/department. 
- Study 2.5. Oncological diseases may demand long treatments, and the emotional attachment 
between care providers and patients might become intense.  This especially happens when the 
patient is a child or an adolescent. This work reports the procedure devised and adopted for the 
immediate support of grief in use at the Istituto Nazionale Tumori in Milan when a patient dies. 
Clinicians should possess the necessary tools in order to cope with these emotional issues, as 
integral part of their responsibilities.  
- Study 2.6. Even when the therapy is capable of treating the disease, after the completion of the 
treatment, returning to normal life can be dramatically difficult. In this study I describe the case of a 
17-year-old girl cured of Burkitt lymphoma, that committed suicide after completing her treatment. 
The complex needs of adolescent patients require a multidisciplinary team comprising different 
specialists, all involved in providing a more global treatment. It is essential for all the personnel to 
be alert in order to perceive any sign of psychic and social discomfort; this should be a constitutive 
part of the long-term follow-up program for childhood cancer survivors. 
- Study 2.7. This letter to Editor comments the editorial by Masera et al.
1
that discusses the 
extraordinary adaptation processes implemented by young individuals who experience neoplastic 
disease. In the letter  we clarify the idea that resilience may be the result of patient’s adaptation. On 
one side, cancer in developmental age can have severe permanent consequences, that can interfere 
with the adaptation process; on the other side, we believe that it is important to note that psycho-
pathological criteria are not enough to assess patient’s quality of life.  
 Chapter 3: Translating Scientific knowledge into an improved doctor-to-patient communication. 
Video sharing websites have become increasingly important in recent years in providing 
information and orienting people’s decisions relevant for their health.   
                                                 
1
 Masera G, Chesler M, Zebrack B, et al. Cure is not enough: One slogan, two paradigms for pediatric oncology. Pediatr 
Blood Cancer 2013;60(7):1069-1070 
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New technologies are nowadays an innovative form of worldwide communication. Unlike 
traditional videos, these resources stimulate the interaction among users; therefore they have 
become a sort of hybrid between public and personal tools. Especially adolescents use Internet to 
obtain information on pediatric oncological diseases. The potential of these new tools, however, 
implies that all the traditional institutions dedicated to the research and education acquire the skill to 
use them. The aim of this chapter is presenting my research activity in this area. 
- Study 3.1. This work describes the availability and the type of video content on YouTube 
concerning a particular set of pediatric neoplastic diseases, i.e. rhabdomyosarcoma and soft tissue 
sarcoma. These observations indicate that video sharing websites– like blogs and social media - 
constitute an easier way for the patients to describe their impressions and experiences of the disease. 
Moreover, this could help other patients to figure out new strategies to coop with the disease, and 
provide them with a further support, and opportunities of information and resources sharing.  
- Study 3.2. This study review the literature on the use of online videos in the health field. In Italy, 
like in other countries, Internet is an increasingly used source of diseases-related informations, used 
both by health professionals and patients. In recent years, besides the most common search engines, 
sanitary information explained in video sharing sites have gained an increased influence. 
- Study 3.3. Internet and social networks, such as Facebook, have changed the way people 
communicate, especially young people. They may be extremely useful for adolescent cancer 
patients. Disease severely limits adolescents’ school attendance and time spent with peers, leading 
to the risks of a social isolation. Facebook can help young diseased people to keep in touch with 
their friends. In addition, Facebook makes possible for such adolescents to become friends of other 
patients, and to stay in touch with people outside the hospital. This is a positive aspect, but it also 
carries inherent risks. This study emphasizes the importance for patients with cancer of using 
Facebook,  in particular for adolescents. 
- Study 3.4. The innovative and recently developed experience at the INT, of using on line videos to 
inform the patients about the pathologies and their treatments is reported.. 
Chapter 4: The Youth Project. 
This chapter presents two studies that describe the key aspects of the Youth Project launched in 
2011 at the INT pediatric oncology unit and focusing on adolescents and young adult with pediatric 
tumors. One of the main aims of the Youth Project is to help the older patients to feel more as if 
they were at home, by providing a dedicated and adequately equipped multifunctional room, 
together with various activities and events. Patients may also have access to particular services, for 
their psychosocial support, fertility preserving measures, and the access to care after completing 
their cancer therapy. This project may become a possible new clinical and organizational model, 
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capable to address the unique needs of adolescent and young adult patients, also in order to bridge 
the existing lack of their treatment accessibility, their recruitment in clinical trials and in clinical 
and psycho-social management. 
Conclusion  
Overall the work presented in the current thesis represents an attempt to bridge together biological, 
psychological and social aspects of cancer disease in adolescents adopting a psychosocial approach 
to provide an integrated support to this special subset of patient. This thesis reveals the complexity 
of psychological research in a hospital setting, where the constraints imposed by the clinic practice 
cannot be ignored and it is necessary to take into account issues that affect the real needs of the 
department in which research is conducted. The psychological intervention in serious organic 
disease can not be centred only on traditional models of support and psychotherapy, based on a 
rigorous setting and on treatment of symptoms. We need new models that support the resources of 
the patients during treatments and even later, with preventive interventions and with different type 
of helps (psychological support, socialization, entertainment, school in hospital). We also need new 
languages that are close to the changed ways of communicating and relating of the new generations 
(Internet, YouTube, Facebook, social network). This work is a starting point for the elaboration of a 
new model of psychological support in hospital. Studies that composed this thesis also shows that 
the method and the demands of medical care can be harmonized with psychological methods and 
intervention through a close working relationship between psychologists and medical doctors. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 9 
 
Figure 1. Graphical abstract: the four different thematic fields are represented in different colors. Blue arrows indicate 
the three aspects investigated in the current work, and yellow arrows point to the approach used to combine and unify 
them, described in chapter 4. 
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INTRODUCTION 
The last few decades witnessed a growing success of healing developmental-age and adult 
oncologic disease cases. However, adolescent and young adult patients (from 15 to 29 years of age), 
do not still find an appropriate environment in neither the pediatric nor the adult oncology (Bleyer 
2007; Ferrari 2007, 2010). 
Adolescents and young adults cancer patients have often serious difficulties in accessing the 
excellence health care system and in being enrolled within clinical trials. This is especially evident 
when their situation is compared with the healthcare optimization already existing for pediatric 
oncology (i.e. when patients are below the age of 15), thanks to highly efficient cooperative 
networks (e.g. the Italian Association of pediatric Hematology and Oncology, AIEOP, 
http://www.aieop.org). 
Several recent studies, among them the survival study EUROCARE 1995-2002 (Gatta, 2009), have 
clearly shown that adolescents and young adults display a decreased healing probability when 
compared with children with a similar clinical condition. 
In other words, the recent positive survival trend of cured children and adults, has not been 
observed for adolescents and young adults. 
Adolescent have special and complex needs, due to the special developmental phase they are 
crossing and to the characteristics of the biology of cancer. The organization of the medical and  
psychological support has to take in count this peculiarities. 
From many years the Pediatric Oncology  has recognized the complexity of the management of the 
adolescents with cancer and the need of a global care of the adolescent patient - and his/her family - 
with a multidisciplinary team in which near the oncologist, daily work surgeon, radiotherapist, 
radiologist, pathologist, endocrinologist, neurologist, but also clinical psychologist, the social 
assistant, teacher, entertainer. Nevertheless not every center has the same resources and 
competences for the adolescents care, and some boys and  girls don't reach  the best place forthe 
best care. 
Also Psychology in the last decades has reached a deeper understanding and has defined new 
approaches in this context. For many years Psychology focused on the clinical symptoms of the 
psychological suffering, like anxiety or depression detectable during illness or in the immediately 
period after it. 
More recent research directions underline instead the need of a new diagnostic criteria that consider 
the impact of the serious illness on the personality and the consequences on the long term 
adjustment. In this perspective the psychological intervention does not occur only in case of acute 
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crisis, but concerns also a preventive and continuative support of the individual resources. Also 
after the cure.  
Coping with the disease and its treatment in the most crucial time for the formation of one's identity 
is a complicated challenge, which can sometimes result in problematic or in some cases arrested 
evolutionary paths. An issue of great relevance to the quality of life of patients healed. Thanks to 
medical care more and more young patients can heal from cancer. 
An issue of great relevance to the quality of life of patients healed. Thanks to medical care more 
and more young patients can heal from cancer. The return to normal life can be problematic, 
however, and some studies show that the evolutionary path after the disease is not always 
straightforward. 
Over the past twenty years psychology has adopted the term resilience to denote the set of 
phenomena that characterize a satisfactory fit to the environment, even under adverse or risk  
conditions (Masten and Reed, 2002). 
Resilience is a term that originates from physics, and indicates the capacity of a body to cushion the 
blows by elastic deformations, through which it absorbs energy which then gives back when it 
regains its original structure. 
In a general sense the resilience indicates the inherent capacity of  some people to react in a positive 
way in hardship situations, including serious physical illness, becoming even stronger as a result of 
what they have experienced. 
According to recent theoretical perspectives, resilience is not derived from innate predispositions,  it 
is not synonymous with intrinsic invulnerability, but emerges from basic processes common to all 
human beings, as the interest toward the acquisition of new information and the motivation towards 
competence. However, a key element of resilience is the availability of personal and environment 
resources and social support (Delle Fave, 2013). 
Clinical experience shows that generally the patients who undergo a successful adjustment to the 
disease and treatment are in fact the result of a multidisciplinary approach and a synergistic effect of 
interventions on different levels of care (medical, social, psychological, relational).  
The cure is thus understood as a holistic approach to the person who has as the ideal target the best 
possible adjustment by actively promoting all the resources available. 
Also the communication between patients and patients has changed. Young people today 
communicate through mobile phones and social networks, get informed through Internet and 
YouTube.  
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So, another burning point is that the medical world has to adjust its language to the one by which 
the new generations communicate, for spreading important messages of prevention, information and 
hope for a cure. 
A new model of care in the treatment of adolescents with cancer and new ways of communication 
with patients is therefore needed. 
At the pediatric oncology unit at the Institute of Cancer Institute of Milan (INT) there is a 
productive laboratory of scientific research and clinical experiences with the aim of improving the 
treatment and the quality of life of the teen patients. The Pediatrics of the INT is in fact the most 
advanced center in Italy both for the oncological management and the psychosocial support offered 
to patients and families. 
The University of Milan has been supporting this activity from years and has collaborated to 
innovative programs such as the Youth Project, launched in 2011 with the aim to create a new 
model of medical organization and specialized culture with the challenge of taking care not only of 
the disease, but of the global lives of young patients.  
For these reasons it is a very lively and dynamic context in order to develop a biopsychosocial 
approach and to pursue innovative pathways of integrating psychology and medical practice.  
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AIM OF THE RESEARCH AND DISSERTATION  STRUCTURE 
 
The aim of this work is to describe the major concerns of cancer treatment in adolescents, reporting  
my scientific research and clinical experience at the Pediatric Oncology Unit of Istituto Nazionale 
dei Tumori of Milan, in which a multidisciplinary team is seeking a new psychological approach. 
All the studies reported in this work were possible thanks to the daily presence on the ward with 
oncologists and other operators with the aim to find common languages and common objectives on 
which working together and with the need to flexibly adapt to them working in a team. So this work 
collects very different studies that are linked together by a common theme: the care of adolescent or 
young adult patients with tumor. 
The treatment of cancer in children, adolescents and young adults, for its historical background, 
scientific culture, complexity of psychosocial needs and level of the multidisciplinary integration 
reached, represents a productive context for experimenting new approaches to psychological care, 
tailored on the special needs of patients.  
 
RESULTS 
 
In the present dissertation I present the results of the work carried out in the last three years 
especially in collaboration with Dr.ssa Maura Massimino, head physician of the pediatric oncology 
unit, Dr. Andrea Ferrari, pediatric oncologist, Dr. Carlo Alfredo Clerici, physician specialized in 
clinical psychology. These results can be divided in in four major interrelated categories, which are 
described in the different chapters (Fig. 1). For each chapter, a brief summary is followed by a 
complete version of the studies conducted on the topic, most of which have been already published, 
or are in press or submitted to international scientific journals. 
 In Chapter 1 I report 2 studies dealing with Medical Problems. In recent years, pediatric 
oncologists reported that the survival trend for adolescents with cancer is disappointingly lower 
when compared with the improvements seen in children in the last few decades. I report two studies 
in which this is particularly evident. 
In Chapter 2 I present my work on Psychological aspects, reporting 7 studies. Adolescenst patients 
develop the disease when are experiencing major psychological and physical changes, establishing 
their self-image, structuring their identity, their personality, and their relationships with their peers. 
This makes especially important the presence of an adequate psychological care. 
Chapter 3 deals with the issue of Translating Scientific knowledge into an improved doctors-to-
patient communication, reporting 4 studies carried out on the communicative tools as videos, 
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internet and social network as Facebook. These new way to search and share medical information 
have become increasingly important in recent years. Especially adolescents use Internet to obtain 
information on pediatric oncological diseases. The potential of these new tools, however, implies 
that all the traditional institutions dedicated to the research and education acquire the skill to use 
them. The aim of this chapter is presenting my research activity in this area 
Finally Chapter 4 presents two studies that describe the key aspects of the Youth Project launched 
in 2011 at the INT pediatric oncology unit and focusing on adolescents and young adult with 
pediatric tumors. 
 
 
 
 
Figure 1. Graphical abstract: the four different thematic fields are represented in different colours. Blue arrows indicate 
the three aspects investigated in the current work, and yellow arrows point to the approach used to combine and unify 
them, described in chapter 4. 
 
 
Patients and background 
The whole research presented in these studies took place at the Pediatric oncology unit of the 
Istituto Nazionale Tumori (INT) in Milan. With 23 inpatient and 12 outpatient beds, the unit has 
always been tailored to the treatment of children with solid tumors (927 patients treated in 2013 
with 167 newly diagnosed patients), while it has been cooperating closely with the pediatric 
hemato-oncology center at San Gerardo Hospital in Monza since the 1980s, where it refers children 
with leukemia. The INT pediatric oncology unit includes a pediatric surgery subunit. The unit is 
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part of the Associazione Italiana Ematologia Oncologia Pediatrica (AIEOP), the network of Italian 
pediatric oncology centers founded in the late 1970s to promote multicenter clinical trials and 
research. Unlike other Italian pediatric oncology centers at children’s hospitals or being part of 
pediatric departments in general hospitals, our unit is the only pediatric oncology unit in Italy within 
a large cancer hospital. As well as attracting large numbers of patients over the years, this has 
facilitated close cooperation with the INT divisions dedicated to adult cancers, enabling us to gain 
particular experience of certain tumor types (e.g., bone and soft tissue sarcomas) across the 
pediatric and adult age groups, and of adult-type tumors occurring in children (melanoma, 
carcinomas). In addition, special attention has been paid to patients with pediatric-type tumors (e.g., 
rhabdomyosarcoma, medulloblastoma) who are no longer of pediatric age. For many years now 
there has been no upper age limit for admitting patients with pediatric cancers to our pediatric unit: 
a large number of adolescents, and also patients up to 25 or even 30 years old with pediatric tumors, 
have consequently been referred to our unit. 
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CHAPTER 1 
MEDICAL PROBLEMS 
 
In recent years, the oncology community has become aware that, in the past,  the needs of this 
group of patients have sometimes been inadequately addressed by health care systems. In particular, 
pediatric oncologists have seen that survival trends for adolescents with cancer have been 
disappointing by comparison with improvements seen in children in the last few decades. Limited 
access to the most expert care and the considerable delay in diagnosis have been suggested as two 
possible reasons for this difference, since several studies have shown that adolescents are under-
represented in clinical trials on therapies that might improve their outcome. In this chapter two 
studies concerning this problem are described: 
- Study 1.1: The challenge of access to care for soft tissue sarcomas bridging pediatric and adult 
age: the Italian pediatric oncology view (2012). Synovial sarcoma and rhabdomyosarcoma, two 
high-grade soft tissue sarcoma subtypes that occur in adolescents and young adults. Managing these 
malignancies in patients in this agebracket poses various clinical problems, partly because different 
therapeutic approaches are sometimes adopted by pediatric and adult oncologists, even though they 
are dealing with the same condition. In this review, the doubts concerning how best to manage soft 
tissue sarcomas in patients between pediatric and adult ages lead up to a more general discussion of 
the issue of access to optimal cancer services for adolescents and young adults – a subset of patients 
acknowledged as being under-represented in clinical trials on therapies that may improve their 
outcome. The situation in Italy is described, along with action taken in an effort to bridge the gap 
and implement specific programs tailored to these patients. 
- Study 1.2: Symptom interval in pediatric patients with solid tumors: adolescents are at greater 
risk of late diagnosis (2013). It also seems that adolescents are often referred to qualified cancer 
centers only after a considerable delay, and this is likely to affect their chances of cure. To further 
clarify this issue, we conducted a prospective investigation on patients with solid tumors of any type 
with a view to establishing whether the diagnostic delay seen for adolescent patients with soft tissue 
sarcomas was confirmed in other malignancies. Our aim was also to characterize the separate 
contributions to the symptom interval, distinguishing between the time after the onset of symptoms 
to the first contact with a doctor, and from then to referral to an oncologist, and to a final diagnosis.  
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CHAPTER 2 
PSYCHOLOGICAL ASPECTS 
 
Managing psychosocial needs has become an increasingly fundamental goal of care providers, and 
this is particularly true when it comes to patients in adolescence. Dealing adequately with the 
psychological and social issues of patients in their teens is especially important because they 
become ill at a time when they are experiencing major psychological and physical changes, 
establishing their self-image, structuring their identity, their personality, and their relationships with 
their peers. Medical care has to take charge of the whole person of the patient and has to combine 
traditional therapy with new methods tailored to the patients. 
In this chapter studies concerning psychosocial issues are described.  
- Study 2.1: Psychopharmacology and psychotherapy in pediatric oncology. Update and 
perspectives of integration (2011). This study shows a review of international literature from1980 to 
present and considerations on the perspectives for the integration of clinical psychological and 
psychopharmacological interventions. The specific issues relating to the psychopathological 
diagnosis in the course of organic disease are discussed and aspects of behavior determined by 
biological mechanisms directly related to the disease and care. 
- In Study 2.2: Psycho-organic diseases in children and adolescents affected by pediatric 
neoplasms (2013). Organic components of psychic and behavioral alterations in the course of 
disease are illustrated, considering the symptoms, causes and possible remedies in the light of the 
most recent interdisciplinary views. The main mechanism connected with oncologic treatments - 
chemotherapy, surgery, radiotherapy - and responsible for psycho-organic alterations in children 
and adolescent with cancer are also described. At Pediatric Oncology centres, psychological 
intervention and psychotherapy are generally offered to children and adolescents for supporting 
their adjustment to disease and treatment.. The clinical practice, however, point out that cognitive 
and emotional symptoms are sustained by biological mechanisms connected with disease and 
treatment and not respondent to psychological consultation and to other psychosocial resources. 
These manifestations could interfere with treatment or with the long-term adjustment. 
- Study 2.3: Mirror therapy for phantom limb pain in an adolescent cancer survivor (2012). This 
work describes the use of the mirror therapy to treat phantom limb syndrome in a 39-year-old 
patient, whose right lower limb had been amputated at the age of 17 for an osteosarcoma. The 
patient suffered from frequent episodes of pain, with severe negative consequences on the quality of 
his life. The advantages of using an unconventional rehabilitation technique, the recently reported 
mirror therapy are discussed.  
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- Study 2.4: Spiritual aspects of care for adolescents with cancer (in press). Cancer patients may 
have particular, not strictly clinical needs that often go unnoticed. It is characteristic of adolescents 
to wonder about the meaning of life: Who am I? Where am I going? What is the meaning of life? 
Disease and suffering unavoidably interfere with such processes (which are already critical in 
themselves). In the conviction that spirituality is an aspect of interest to adolescents suffering from 
cancer,
 also a ‘spiritual assistant’ could be in  the multidisciplinary team, whose aim is to deal 
adequately with patients’ need to have faith, trust and hope. Study 2.4 explains what the spiritual 
assistant does at our Unit. 
- Study 2.5: At least we can send some flowers…(2012) The study reports the procedure in use at 
the Istituto Nazionale Tumori in Milan, in the unlucky event that the patient dies. Oncological 
diseases may demand lengthy treatment and the emotional attachment between care providers and 
patients may become intense, especially when the latter is a child or adolescent. Clinicians should 
be provided with the tools they need to cope with these emotional issues as part of their patient care 
responsibilities.  
- Study 2.6: Dying after cure: a case of suicide in an adolescent treated for cancer (submitted) 
Even when the outcome of the therapies is the best possible, after completion of the treatment the 
return to normal life can be dramatically difficult.  In this study is described the case of a 17-year-
old girl cured of Burkitt lymphoma committed suicide after completing her treatment. The complex 
needs of adolescent patients demand a multidisciplinary team comprising different specialists, all 
involved in providing a global patient care. Is essential for all the personnel to be constantly on the 
lookout for any signs of psychic and social discomfort in young patients as part of long-term 
follow-up programs for childhood cancer survivors. 
- Study 2.7: "What does not kill me makes me stronger": is it always true? (2014)  This study 
reports the letter to Editor commenting the editorial by Masera et al. [Masera G, Chesler M, 
Zebrack B, et al. Cure is not enough: One slogan, two paradigms for pediatric oncology. Pediatr 
Blood Cancer 2013;60(7):1069-1070] that discusses the extraordinary adaptation processes 
implemented by young individuals who experience neoplastic disease. The aim of the letter is to 
express the idea that resilience may be the result of patient’s adaptation in some cases and not in 
many others. On one side, cancer in developmental age can have severe permanent consequences 
that can interfere with the adaptation process; on the other side, we believe that it is important to 
note that psycho-pathological criteria are not enough to assess patient’s quality of life.  
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Study 2.4 (Submitted to Tumori journal) 
SPIRITUAL ASPECTS OF CARE FOR ADOLESCENTS WITH CANCER 
Running title:SPIRITUAL ASSISTANCE IN ADOLESCENTS WITH CANCER 
Tullio Proserpio,Andrea Ferrari, Laura Veneroni, Barbara Giacon, Maura Massimino, Carlo 
Alfredo Clerici 
 
Abstract 
Aims and background. Adolescents with cancer have psychosocial issues that need to be 
adequately addressed. Spirituality is a fundamental aspect of their psychological well being. 
Methods. A ‘spiritual assistant’ is daily present in the ward of the Youth Project of the Pediatric 
Oncology Unit of the Istituto Nazionale Tumori, Milan. The routine spiritual assistant’s work 
includes: a) daily visits to the ward and the outpatient/day hospital; b) daily meetings with the 
psychologists on the staff; c) biweekly meetings with doctors and/or nurses. The numbers of cases 
referred for spiritual assistance between January and December 2012 were analyzed, according to 
patient’s age and the reasons for the consultation, and compared to the cases referred for 
psychological consultation. 
Results. Psychological consultation was offered to 84% of patients/families; further support was 
needed for 23% of children and 45% of teenagers. Spiritual support was provided for 2 children and 
20 adolescents (24% of this group).  
Conclusions. Acknowledging patients’ spiritual needs helps patients to battle with their disease. 
The reasons why patients/parents ask for spiritual assistance only partially overlap with the motives 
behind requests to see a psychologist. The care of adolescents with cancer should include meeting 
spiritual needs by assuring the constant presence of a spiritual assistant in hospital wards.  
 
 
Keywords: cancer, adolescent, spiritual assistance, psychosocial  
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Introduction 
Cancer patients may have particular, not strictly clinical needs that often go unnoticed. Managing 
these needs has become an increasingly fundamental goal of care providers, and this is particularly 
true when it comes to patients in adolescence.
1,2
 Dealing adequately with the psychological and 
social issues of patients in their teens is especially important because they become ill at a time when 
they are experiencing major psychological and physical changes, establishing their self-image, 
structuring their identity, their personality, and their relationships with their peers.
3,4
 It is 
characteristic of adolescents to wonder about the meaning of life: who am I? where am I going? 
what is the meaning of life? Disease and suffering unavoidably interfere with such processes (which 
are already critical in themselves).
5,1
  
Together with the family or peer groups, the medical staff may have an important role in coping 
with the complex psychological world of teenagers and the dramatic psychological impact of a 
diagnosis of cancer at this age, but this demands the support of a specialist. The Youth Project for 
adolescent patients developed at the Pediatric Oncology Unit of the Istituto Nazionale Tumori in 
Milan provides for three specialists in clinical psychology and one social worker to routinely 
guarantee a daily presence in the ward. In the conviction that spirituality is an aspect of interest to 
adolescents suffering from cancer,
6,7 there is also a ‘spiritual assistant’ on the multidisciplinary 
team, whose aim is to deal adequately with patients’ need to have faith (for those people who are 
believer), trust and hope.
3,8
 
All persons have spiritual needs. Some persons have religious needs. 
Specific religious beliefs and practices should be distinguished from the idea of a universal capacity 
for spiritual and religious experiences. This distinction is important conceptually for understanding 
various aspects of evaluation and the role of different beliefs, practices, and experiences in coping 
with cancer. 
The most useful general distinction to make in this context is between religion and spirituality. 
There is no general agreement on definitions of either term, but a number of reviews address 
matters of definition.
9,10,11
 Religion can be viewed as a specific set of beliefs and practices 
associated with a recognized religion or denomination. Spirituality is generally recognized as 
encompassing experiential aspects, whether related to engaging in religious practices or to 
acknowledging a general sense of peace and connectedness. The concept of spirituality is found in 
all cultures and is often considered to encompass a search for ultimate meaning through religion or 
other paths.
12
 Most individuals consider themselves both spiritual and religious; some may consider 
themselves religious but not spiritual. Others, including some atheists (people who do not believe in 
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the existence of God) or agnostics (people who believe that God cannot be shown to exist), may 
consider themselves spiritual but not religious.
13
 
The spiritual care works to help patients, family members and staff address both spiritual and 
religious needs. (Source: What is Spiritual Care? | University of Maryland Medical Center 
http://umm.edu/patients/pastoral/what-is-spiritual-care#). 
This paper explains what the spiritual assistant does at our Unit.   
 
Matherial and methods 
The Youth Project is a specific, comprehensive project launched at our Unit in 2011, and dedicated 
to adolescents (over 15 years old), and young adults (up to 25 years old) suffering from pediatric 
tumors.
19
 The project covers various aspects, ranging from the inclusion of these patients in 
appropriate clinical trials to offering them psycho-social support, preserving their fertility, 
providing multifunctional rooms and equipment and organizing activities and events suited to their 
developmental age, to help these older pediatric patients feel more at home in the hospital. 
Psychological support is provided on different levels. The first focuses on the patient-physician 
relationship, seeking to identify any premonitory signs of psychological issues by investigating 
areas such as family, friends, school or work, boyfriends/girlfriends, and spare time activities. Basic 
emotional support is provided. The unit’s staff receives specific training on these issues at meetings 
and courses.  
Clinical psychology specialists represent the second level of intervention, and three such specialists 
are permanent staff members
15
.  
As of 2011 also the activities of the spiritual assistant have been reorganized and better structured 
and this figure is now acknowledged as a permanent staff member. The spiritual assistant is a 
Catholic priest with a degree at the Psychology Institute of the Pontificia Universita' Gregoriana, 
Rome, and a further qualification in Pastoral Health, Pontificia Universita' Lateranense, Rome, 
requiring   training in counseling and in hospital-based work. He is member of the National Council 
for Pastoral Health of the Conferenza Episcopale Italiana. 
Some of his time is spent on religious procedures, such as celebrating Mass, giving blessings, 
saying prayers, administering the sacraments (Sacrament of the sick, Baptism, Reconciliation, 
Eucharist and Confirmation) at the request of patients and families; moreover, he is involved in 
organizing religious experiences (such as pilgrimages) and cooperating with local religious 
communities.  
In addition to these general practices, the spiritual assistant’s work includes:  
a) daily visits to the ward and the outpatient/day hospital;  
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b) daily meetings with the psychologists on the staff; 
c) biweekly meetings with doctors and/or nurses.  
Daily talks with patients, relatives and staff members enable the spiritual assistant to assess 
patients’ and their relatives’ spiritual needs, identifying special cases that need particular attention 
and counseling, and discussing the management of cases. A typical scenario is when the spiritual 
assistant supports terminal patients and their families, providing individual support during the 
process of grief. This spiritual support is not only offered at the end of the patient’s life, it is also 
available as a resource throughout the period of patient care.  
Pastoral counseling and spiritual support are offered also to non-Catholic patients/families. In case 
of non-Catholic believers, the spiritual assistant helps in contacting the local representative for their 
specific religion, when required. Talks concerning spiritual needs are generally carried out also with 
non-believer families.     
The spiritual assistant also periodically attends meetings and events organized for adolescents 
involved in the Youth Project (taking an active part in sporting activities, for instance), acts as 
supervisor for the volunteers who work at the hospital and in social housing, and is involved in 
research work (relating to spiritual issues and patient care). 
To better elucidate the type of spiritual support provided at the Unit, we retrospectively analyzed 
the number of patients referred for psychological consultation and for spiritual assistance, focusing 
on new cases diagnosed between January and December 2012, describing what motivated the 
chaplain’s intervention, and comparing the pattern of referral seen in children (0-14 year-olds) or 
their parents, and in adolescents (over 15 years old).  
 
Results 
From 1 January to 31 December 2012, there were 274 patients with a new diagnosis of solid tumor 
treated at our Pediatric Oncology Unit: 191 of them (70%) were between 0 and 14 years old 
(‘children’), the other 83 (30%) were over 15 (‘adolescents’).  
Specific support was provided by our spiritual assistant for 2 children (11 and 12 years old) and 20 
adolescents (24% of this group). All but one patient were Catholic. The number of appointments 
was usually from 3 to 5, sometimes more. In some cases, this spiritual assistance needed to be 
protracted, with several appointments also after completing the patient’s treatment. It is noteworthy 
that 11 of the adolescents took an active part in the events and activities organized as part of the 
Youth Project. Spiritual assistance was also provided for 29 parents of children (15%) and 9 parents 
of older patients (11%). In 3 cases, parents were non-Catholic. 
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The reasons prompting a spiritual consultation with patients are schematically described in table 1. 
In many cases, patients asked the spiritual assistant about the meaning of their illness: “Why me? 
Why now?” What did I do wrong?”(6 cases). Sometimes patients asked the spiritual assistant for 
advice because they felt the burden of still having to depend on their parents (5 cases). Other 
commonly-encountered issues related to patients’ own religious communities (e.g. patients asked 
the spiritual assistant to contact their priest) (5 cases). More rarely, patients needed to talk to the 
spiritual assistant about their religious doubts (2 cases) (“If God exists, why did he let me become 
ill?”), guilty feelings about having mistreated their parents when their illness and treatment made 
them irritable (2 cases), or concerns about death (2 cases). 
As for the parents seeking spiritual support, their motives and needs varied (and there were 
sometimes more than one). The more common issues related to: a sense of guilt deriving from 
imagined failings that might have caused their child’s disease (14 cases); behavioral or relational 
problems with their son or daughter (14 cases) (including the perceived risk of treating them like a 
child still needing to be looked after and protected at a time when adolescents also needed to grow 
up and detach themselves from their parents); doubts about whether they were doing enough for 
their child (“Are we doing all we can?”); a sense of anger with their child’s disease (11 cases), 
sometimes focused on a superior being (God). The spiritual consultations occasionally involved 
parents asking the Chaplain to pray for them (8 cases), or talking about their fear of death (4 cases), 
or about conflicts arising between the two parents (2 cases) .  
 
Discussion 
The aim of this work was to illustrate how important the role of Chaplain can be as part of the 
psycho-social follow-up of oncological patients, and adolescents in particular.
8 
Adolescence is a 
special time of life, when an individual’s approach to spiritual matters and religion (and their 
relationship with God in the case of believers) often changes.
16,17
 Another characteristic aspect of 
this stage of development concerns the crucial changes taking place in an adolescent’s relationships 
with adults, which are a fundamental part of the process of constructing their individuality. 
Paradoxically, their disease and its treatment oblige adolescent cancer patients to stay close to their 
parents and depend on adult figures (including their doctors).  
We are convinced that acknowledging patients’ spiritual needs helps them to battle with their 
disease. 
There is a widespread diffidence in relation to the figure of the Chaplain, often associated with the 
idea that “there is nothing more to be done”. This misconception makes it more difficult for people 
to contact the Chaplain and ask for help. There are also other reasons why it may be difficult to see 
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the hospital Chaplain,
18
 one of which – to our mind - is an inadequate awareness that Chaplain 
receive specific training to work with patients 
19, 20
. We feel that the spiritual assistant should be 
seen as an integral part of the hospital staff, with particular responsibilities.  
The role of spiritual assistants is important not only when it comes to administering the traditional 
sacraments, assisting the terminally ill or the bereaving, and they should not be considered as a 
resource to call to a patient’s bedside on request to deal with a spiritual emergency. The Chaplain’s 
role should be seen as an accompaniment throughout the various phases of a patient’s disease and 
its treatment, a constant and active comforting presence in the hospital ward, right from the start of 
a patient’s journey with cancer. It is also important to remember that patients’ and their families’ 
emotional states can have a direct impact not only on the clinical picture, but also on the tenor of 
communications between the medical staff and the patients and their relatives.
21
 
Our analysis goes to show that the reasons why patients or members of their families ask for 
Chaplain only partially overlap with the motives behind requests to see a psychologist. For some 
concerns, the psychologist may not be the most appropriate option, and spiritual support may be 
essential.    
The spiritual assistant should be a constant presence at the department. Our experience indicates 
that the Chaplain’s informal involvement at the time of Youth Project meetings was important for 
the purposes of establishing a relationship with our patients, and was likewise important for the 
young people to be used to seeing the Chaplain coming and going in the ward every day so that they 
would have made his acquaintance before they considered asking for his professional help. It soon 
became evident that most of the adolescents who received spiritual support had also taken an active 
part in our Youth Project activities. 
It is also indispensable to ensure a continuous exchange of impressions and opinions between the 
spiritual assistant and the other staff to bring out any problems that need to be dealt with, patients 
who need extra support, the methods for referring patients to the Chaplain to discuss their spiritual 
needs. These exchanges might also lead to the preparation of protocols for referring patients to the 
Chaplain, and a fine tuning of the way in which the spiritual assistant is introduced to patients.  
Parents have their spiritual issues too. When their children become ill, they often experience a 
heavy sense of guilt. Sometimes their child’s disease feels like a sort of punishment inflicted on 
them by some superior being because they have failed in some way. Some parents report feeling 
responsible for giving their child a severe disease instead of life and good health. Such ideas can be 
a cause of anxiety and interfere with the parents’ faith in the future. Parents may also become 
confused, experiencing contrasting feelings that difficult to reconcile: one moment they may be 
hopeful and optimistic, the next they may be angry with God for their child’s plight, despite their 
 72 
faith. The spiritual assistant can help them deal with these issues and general regain a sense of 
confidence.
22
 
It is worth mentioning that the Joint Commission International Accreditation Standards for 
Hospitals has stated that, given the need to safeguard patients’ rights in the broadest possible sense, 
a modern hospital should have in place “a process to respond to patient and family requests for 
pastoral services or similar requests related to the patient’s spiritual and religious beliefs”.23 The 
purpose of such Chaplain should be not to convert anyone to a given cult, but to respond to spiritual 
appeals and provide comfort so as to facilitate communications, relationships and future projects 
(thereby sustaining patients’ and their family’s confidence and hope). Ideally, attention should be 
paid to a patient’s spiritual history right from the moment when their disease is diagnosed. Spiritual 
assistants are therefore being asked increasingly by public health institutions to witness and vouch 
for the spiritual needs of patients,
19
 believer, whatever their faith, or not believer. New spiritual 
perspectives focus on human beings who are suffering with a view to supporting them in their 
personal journey through life, irrespective of their chosen religion. This topic is probably one of the 
challenges for multidisciplinary care-providing teams that have to combine different forms of 
expertise and different approaches (which need not be in opposition) in an effort to benefit patients 
and their families.
21
 
Based on these considerations, we would suggest that the constant and active presence of a spiritual 
assistant in hospital wards as part of a multidisciplinary care-providing team, might be proposed as 
a possible model to address the specific emotional and spiritual needs of cancer patients, and 
adolescents in particular. 
No large data are currently available on the efficacy of this model (e.g. patients’ satisfaction 
questionnaire). However, far to represent a scientific conclusion, the percentage of adolescents 
involved in the talks with the spiritual assistant should be considered satisfactory. 
It is likewise essential to train such spiritual assistants specifically to cope with hospital work and 
the type of patient they will need to deal with. The figure of the spiritual assistant absolutely must 
come to be seen as an indispensable resource at the service not only of adolescent patients and their 
parents, but also of the medical teams, acting as a guarantor of all their spiritual (not only religious) 
needs.
24 
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Table 1. Reasons for requesting spiritual support 
 
Motives prompting spiritual consultations No. 
of cases 
Reports of the consultations 
Patients    
 
The meaning of illness 6 
Why am I sick? Why me? I'm still young... I 
have not yet begun to live... 
Dejection due to persistent 
dependence on parents 
5 
"Now that I begin to be independent, that I 
was happy to grow and to liberate myself 
from my parents ... Now I feel forced to 
have to depend from them again, and this 
thing makes me angry " 
Issues relating to their 
religious communities 
5 
"I'm lucky, because with Skype, even when 
I'm here in the hospital, I can attend the 
meetings that are occurring in the parish 
and I join to my friends 
 
"I am glad, however, that the Father comes 
to visit me here in the hospital and as soon 
as I get home he comes to me” 
Sense of guilt for mistreating 
parents 
2 
"When I bad stretch my father and my 
mother, then I feel guilty; they go on telling 
me that I should not do this or that other 
thing, that I should not go out, that I have to 
stay indoors, I have to stay away from 
crowded places ...and these things make 
me angry and I answer in wrong way , then 
I'm sorry " 
Doubts about the existence of 
God 
2 
"If God exists, why am I sick?  I continue to 
pray, but my situation gets worse, so I get 
many doubts, I do not know what to 
believe, the first time it was easier, but now 
..." 
Concerns about death 2 
“I am thinking about death because the 
more time passes and more and more I see 
that my cancer got worse. I try not to think 
about it but I know that you can also die 
from this disease, since I heard that Andrea 
died... I had a huge fear of thinking about 
this " 
Parents    
 
Behavioral or relational 
difficulties with their child 
14 
"Since he has got sick, I do not know any 
more how to relate to him, he has 
completely changed, I do not recognize him 
anymore... I try to tell him that, however, 
there are also his brothers at home and he 
can not claim to have all my attention at 
every time...I can not to understand what 
sense can have all this mess, why does 
God allow all this pain, this suffering... " 
 
Sense of guilt 14 
"I would have to give my life for my son and 
instead I gave him the death ...why have 
not I noticed before that he was ill? Maybe, 
he told me that he had hurt but I did not 
believe it, I thought it was an excuse not to 
go to school... I am not a good dad, I could 
not avoid this situation to my son, I do not 
go well, where did I go wrong? " 
 Anger 11 "I am angry with those doctors who did not 
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understand what my daughter had, I took 
her to many specialists who didn't 
understand anything, we walked around for 
more than six months without coming to a 
conclusion..." 
 
"When I see classmates Federica who are 
healthly, while she is still in hospital and 
she is always hurt, I get angry...Why my 
own daughter ?" 
 
Requests that others pray for 
them 
8 
“Please pray for my son, pray also for us, 
many people are praying for us. That is a 
great help and support for us” 
 
 Fear of death 4 
"I'm afraid that my son will not face, I try not 
to think about it but the thought always 
goes to death, especially during the night" 
 Conflict between the parents 2 
"My husband does not understand and he 
can never say no to our son, always 
making him do whatever he wants"  
 
"Because now my daughter is sick, but I 
can not bear my wife  any longer, there is 
never anything good about what I do... I try 
not to see me by my daughter but I would 
cast her out " 
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Dying after cure: a case of suicide in an adolescent treated for cancer (Submitted to  Journal of 
Cancer Research and Therapeutic)  
Laura Veneroni, Andrea Ferrari, Maura Massimino, Carlo A. Clerici 
 
 
Abstract  
Although suicide among childhood cancer survivors is rare, there is still a significantly higher risk 
in this population than in healthy adolescents.  
A 17-year-old girl cured of Burkitt lymphoma committed suicide after completing her treatment. 
She had never previously shown signs of psychological suffering and was in good general health. 
This case made the operators wonder how this tragic possibility might be prevented. It is essential 
for the ongoing monitoring of the psychological and social suffering of young people during follow-
up programs to be assured by a multidisciplinary team involved in the patient’s global care. 
 
 
 
Key words: suicide, adolescent, survivors, global care, psychosocial, prevention 
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Introduction  
The care of adolescents with neoplastic diseases has to meet particular, not only medical, but also 
psychosocial needs.
 [1]
 It is essential to provide support to helping them to adapt to disease and 
treatment without interfering with the development of an identity and independence. 
Among the psychosocial risks to consider when it comes to adolescents with cancer there is the rare 
but dramatic risk of self-destructive behavior. This study reports the case of a 17-year-old Chinese 
girl committed suicide after the end of the treatment. Suicides and suicide attempts in adolescence 
have particular features that must be known to the medical, psychiatric and social support personnel 
so that they can take preventive action or provide early treatment wherever possible. 
 
Case History 
A 17-year-old Chinese girl committed suicide 5 months after successfully completing 
chemotherapy for Burkitt lymphoma at the Pediatric Oncology Department.  
Between September 2011 and February 2012 received intravenous and intrathecal chemotherapy for 
four months, achieving the complete remission of the disease (initially localized only in the 
abdominal cavity). During the treatment period, the girl had never shown any signs of psychological 
suffering. Her family was nonetheless followed up by the psychosocial staff at our department, 
given the patient’s particular social situation (her mother spoke no Italian and did not have a secure 
job; her father had died 3 years earlier). Economic support was provided and the territorial services 
took other action to help the mother find work, and support the girl’s education. 
In May 2012 (after completing her treatment), the girl was worried about the likelihood of her 
disease recurring, but these concerns were soon overcome. During the spring of 2012, she had 
enthusiastically attended various meetings as part of a project for adolescents implemented at our 
INT Pediatric Department (dedicated particularly to fashion).
 [2] 
 
In September, new problems relating to the renewal of the girl’s residence permit (as she was about 
to turn 18) were overcome with the active involvement of our social workers in cooperation with 
the territorial services. The mother found a regular job and the girl enrolled at a hospitality 
management school and began working in a bar, with much personal satisfaction. The decision to 
commit suicide seems to have developed suddenly during this apparently happy period. The girl 
threw herself under a train. 
After the suicide, the psychosocial staff tried to reconstruct the last days of the girl’s life and seek 
possible reasons for her action by means of interviews (psychological autopsy).
 [3]
 The girl’s mother 
and cousin mentioned that the girl had a sentimental relationship with a Chinese boy, accessing her 
profile in QQ (an instant messaging program commonly used by the Chinese community), it 
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emerged that she had discovered a few days earlier that he was going out with another girl. A few 
hours before committing suicide she had written, “I think about you but you wouldn’t want me if 
you knew about me”. She had also written on the computer, “My father called me last night and said 
he will accompany me”. 
 
Discussion 
Although suicide is the third leading cause of death among teenagers, after accidents and neoplastic 
disease, little is known about the prevalence, correlates, or treatment of its immediate behavioral 
precursors (suicide ideation, plans, and attempts). An Italian study conducted on secondary school 
students reported that at least 20% of adolescents have suicidal fantasies. 
[4]
 A recent North 
American study on 6,483 healthy adolescents reported an estimated prevalence of suicide ideation, 
plans, and attempts of 12.1%, 4.0%, and 4.1%, respectively. 
[5]
 Adolescent suicide is only weakly 
linked to psychopathological conditions. Psychoanalytical tradition explains that suicidal fantasies 
can develop in the adolescent’s mind as part of the process that leads them to discover their own 
mortality. The decision to commit suicide is almost never sudden and it is not generally prompted 
by a traumatic event or depression. The suicide plan more frequently involves the adolescents’ 
relationships with themselves, when their sense of identity is jeopardized by perceived failures the 
they consider intolerable (a bad mark at school, sentimental rejection, feeling ugly). Core elements 
in adolescent suicide are: secrecy; a lack of self-confidence and independence (from families or 
peers); and a sense of personal falsity. The decision to die may paradoxically be a way to put an end 
to the feeling of not existing, to draw attention to themselves, and also to punish others. 
Although suicide among childhood cancer survivors is rare, there is still a significantly higher risk 
in this population than in healthy adolescents. 
[6],[7],[8] 
Suicide ideation has been associated with a 
diagnosis of primary brain cancer, depression, and poor health outcomes, including chronic 
conditions, pain, and poor global health ratings. 
[9]
 
Our patient’s suicide seems unrelated to physical problems (she was in good general health and she 
had no painful symptoms or neurological impairment). From the psychopathological standpoint, the 
only trait that had been identified concerned this young girl’s relational attitude, characterized by a 
constant demand for affection revealing almost regressive features. This form of adaptation is not 
unusual and was even functional while the girl was receiving treatment, since she had to place her 
trust in the medical staff. But when the girl was no longer in our care (and was left without the daily 
reassurance assured by the hospital environment), she should have returned to a normal life and 
regained her sense of independence, but may have been unable to do so, and this probably added to 
her uncertainty about the future. 
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In this particular case, some other issues may have contributed to the onset of her suicidal ideation, 
including: the fragility of her social and family support network; her father’s death; cultural aspects 
relating to the young patient’s ethnic origin. [10] 
This story reinforces our conviction that it is essential for all the multidisciplinary team to be 
constantly on the lookout for any signs of psychic and social discomfort in our young patients as 
part of long-term follow-up programs for childhood cancer survivors. 
[11]
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CHAPTER 3 
TRANSLATING SCIENTIFIC KNOWLEDGE INTO AN IMPROVED DOCTOR-TO-
PATIENT COMMUNICATION 
 
Video sharing sites have become increasingly important in recent years in providing information 
and orienting people’s decisions relating to their health.   
New technologies are nowadays an innovative form of worldwide communication. Unlike 
traditional videos, these resources stimulate the interaction among users and so they have become a 
sort of an hybrid between public and personal tools. Especially adolescents use Internet to obtain 
information on pediatric oncological diseases. The potential of these new tools, however, implies 
that all the traditional institutions dedicated to the research and education acquire the skill to use 
them. The aim of this chapter is presenting the researches in this area. In particular: 
- In Study 3.1 Videos on rhabdomyosarcoma on YouTube: an example of the availability of 
information on pediatric tumors on the web (2012). The availability and type of video content on 
YouTube relating to a particular set of pediatric neoplastic diseases, i.e. rhabdomyosarcoma and 
soft tissue sarcoma is described. The observations indicate that video sharing sites have become 
tools – like blogs and social media - that make it easier for patients to describe  their  impressions 
and experiences of the disease and this could help other patients devise strategies for coping with 
the disease, providing them with support and opportunities for sharing information and resources.  
- Study 3.2: Online videos in the health field. Novel technologies for physicians and patients 
(2012). The aim of this study  is to review the literature on the use of online videos in the health 
field. Like in other parts of the world, in Italy internet is an increasingly used source of diseases-
related informations, used both by health professionals and by the patients. In recent years, besides 
the most common search engines, sanitary informations contained in video sharing sites have 
gained an increased influence, either in the search and in the choice phases.  
- Study 3.3: Pros and cons of using facebook in pediatric oncology (submitted).  Internet and social 
networks like Facebook have changed the way people communicate, especially young people. They 
may be hugely useful for adolescent cancer patients, for instance. Disease severely limits 
adolescents’ school attendance and time spent with peers, and risks isolating them socially. 
Facebook can help young people who are ill to keep in touch with friends. Facebook makes it easier 
for such adolescents to make friends with other patients and to stay in touch with people outside the 
hospital. This is a good thing, but carries inherent risks too. This study emphasizes the importance 
of the use of Facebook in patients with cancer, and in adolescents in particular. 
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- Study 3.4 The innovative experience ongoing at the INT of using on line videos to inform the 
patient about the pathologies and their treatments is described. 
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Study 3.1 
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Study 3.2 
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Study 3.3 
Letter to Editor  
PROS AND CONS OF USING FACEBOOK IN PEDIATRIC ONCOLOGY (submitted to 
Pediatric Hematology Oncology Journal) 
Carlo Alfredo Clerici, Maura Massimino, Laura Veneroni, Andrea Ferrari 
 
Keywords: Facebook, social networks, adolescents, cancer, pediatric oncology  
 
Internet and social networks like Facebook have changed the way people communicate, especially 
young people. They may also change relations between health professionals and users, possibly 
making it difficult to keep private and professional lives separate, but they may be hugely useful for 
adolescent cancer patients, for instance. Facebook is a powerful tool and we should learn how best 
to exploit it. Disease severely limits adolescents’ school attendance and time spent with peers, and 
risks isolating them socially. Facebook can help young people who are ill to keep in touch with 
friends and schoolmates, talk about their life (and maybe about their health), and hear about life 
outside the hospital. Ensuring this continuity with their own social world is crucially important, 
given the huge psychological and developmental significance of social relations at this age. 
Facebook makes it easier for such adolescents to make friends with other patients and to stay in 
touch with people outside the hospital. This is a good thing, but carries inherent risks too: our 
patients may exchange information about the (possibly unfavorable) clinical course of a disease, 
also misunderstanding about therapies effects programs, or announce a patient’s death. Disease and 
death are no longer private, but public events, and there is generally no way to filter such 
information, which is often shared virtually in real time amongst more or less interested parties. 
News circulated in this way may contrast with the legitimate need for some patients not to know 
about the unfavorable others’outcomes - also to avoid the risk of identification (“I'll be next”). Then 
there is the risk of patients or families using Facebook to obtain clinical opinions or treatment 
recommendations outside the appropriate institutional setting. Then there is the issue of clinicians’ 
privacy: having a window open onto health operators’ private worlds can create a false sense of 
intimacy and weaken their role. 
As part of our Youth Project (scheme for adolescent patients with projects relating to fashion, music 
and sports, activities designed to help patients adapt to their disease and treatment) [1], we also 
have a Facebook platform for exchanges between adolescent patients and dedicated operators 
(physicians, social workers, psychologists, teachers, activity organizers). Facebook has proved a 
useful practical tool in some projects, as well as helping patients feel they are part of a group of 
 98 
young people with similar problems. The operators have found the experience interesting, but not 
easy to manage. In addition to facilitating communications and participation in our projects, 
Facebook has been useful in understanding the circulation of misleading or inappropriate 
information, or identifying adolescents’ psychological issues, enabling clinicians to take corrective 
action (e.g. personal interviews or discussion groups). In short, despite the related risks and lack of 
rules to help us manage it, we feel that Facebook could be a valuable asset in pediatric oncology. 
Operators should learn to use their patients’ communication systems and languages, though always 
bearing in mind that virtual media should be used to sustain, not to supplant face-to-face personal 
interactions. 
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Study 3.4 
Provide better information to promote better healing: innovative experiences of 
communications at the Istituto Nazionale Tumori of Milan: the online video library and the 
web site of the Youth Project  
 
Figure 3.1. Mainscream of the website www.infoadolescentietumori.it 
  
 
The website www.infoadolescentietumori.it (Fig. 3.1) created by the  Pediatrics Oncology National 
Cancer Institute of Milan, contains an informational series of videos about the diagnosis and the 
treatment of developmental-age cancers. These videos have been generated by the medical 
specialists who devote their professional lives for the treatment of this type of disease .The aim is to 
benefit, in particular, adolescent or very young patients , their family, and everybody else seeking 
simple, clear, and reliable informations. The need for a widespread website arises from an 
insufficient awareness, existing not only among common people but also in the medical world, of 
cancers in adolescents, and of pathways leading to a correct and timely diagnosis, which constitutes 
the best possible care. Teenagers often reach hospital Institutions being already sick, and with 
consistent diagnostic delays, even higher than the one occurring for children. The ability to 
communicate with adolescents , by using familiar information technologies, is the actual purpose of 
this video library. In fact we believe that, in addition to providing the patients with the best 
available treatments, the physicians must improve a consistent flow of information, in order to 
raiseawareness of the importance of early diagnosis, thereby facilitating the use itself of a suitable 
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treatment. Moreover, the necessity to generate this website also arises from evidence indicating that 
the majority of internet content, concerning the pediatric oncology, leads to great misunderstanding 
and confusion. The video library currently includes 12 tutorial videos (Fig. 3.2-4) , concerning some 
disease and important aspects of their treatment, such as clinical or spiritual support. All these short 
movies have been directed in person by medical specialist deriving from that particular field. The 
aim of the whole project is to create at least one video for each of the different disease currently 
treated within our Pediatric Institution. 
The website www.ilprogettogiovani.it (figure 3.5) contains instead the information about the Young 
Project (see chapter IV). 
 
Figure 3.2 Drop-down menù of the website: www.infoadolescentietumori.it 
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Figure 3.3 Some examples of the informative pages of the site 
 
 
 
Figure 3.4 Healed patients talks about their experiences of disease and treatment  
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Fig. 3.4 Main page from www.ilprogettogiovani.it 
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CHAPTER 4 
THE YOUTH PROJECT 
 
In this chapter I present two studies that describe the key issues of the Youth Project. 
The INT pediatric oncology unit thus officially launched its Youth Project in 2011, focusing on 
adolescents (over 15 years old) and young adults (up to 25 years old) with pediatric tumors. Patients 
in this age range are admitted to our inpatient and outpatient wards and managed by the same staff 
as our children, though they may also have access to particular services (regarding their 
psychosocial support, fertility preserving measures, and access to care after completing their cancer 
therapy). Since our unit was originally designed for children (with cartoons on the walls and the 
involvement of clowns on the ward), one of the main aims of the Youth Project is to help the older 
patients feel more at home in the hospital by providing dedicated, adequately equipped 
multifunctional rooms and various activities and events (Fig. 4.1-3). 
This project is a possible clinical and organizational model to address the unique needs of patients 
in this age group and for bridge the gap in access to care and in recruitment in clinical trials, in 
clinical and psycho-social management and in curves of healing. 
- Study 4.1: The Youth Project at the Istituto Nazionale Tumori in Milan (2012). 
- Study 4.2: Adolescents with cancer: the "Youth Project" at the Istituto Nazionale Tumori in Milan 
(2013). 
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Study 4.1 
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Study 4.2 
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 Figure 4.1 Fashion Project 
 
Figure 4.2 Music Project 
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Figure 4.3 Sport Project 
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CONCLUDING REMARKS AND FUTURE DIRECTIONS 
 
Even today the care of adolescent and young adult with cancer represents a challenge for oncology. 
The peculiarities of this complex caring context have brought in various international contexts to 
the proposal to establish a new discipline, the Adolescents and Young Adults Oncology (AYA 
Oncology), although economic limitations have hindered the realization of ad hoc departments so 
far. This is true also in Italy, where until now it has not been possible to realize ad hoc departments 
for teenagers; this implies meanwhile selecting care pathways that optimize the use of resources and 
that contain costs. As a specific action directed at improving access to care and inclusion in clinical 
trials of adolescent patients and young adults, it seems necessary to identify a limited number of 
cancer centers specifically dedicated, homogeneously distributed throughout the country, defining 
the essential services for the accreditation of these centers. The projects for teenagers and young 
adults may be part of an oncology center, of pediatric oncology, or could be independent projects. 
In any case, the essential functional and structural characteristics of a center specialized in the care 
of this special subset of patients should be:  
- Abolition of age limits that may prevent or limit the access of patients to the pediatric center;  
- The availability of a multidisciplinary management that includes a medical oncologist / 
pediatrician, a surgeon, a radiation oncologist and a clinical psychologist; 
- Direct involvement of the medical oncologist and the pediatric oncologist in the managing of the 
patient's (or at least the availability of direct cooperation between these two figures); 
- The availability of clinical protocols for the treatment of tumors that can occur in this age group;  
- The presence of spaces and a staff dedicated to the management issues (psychologist, social 
worker, nurse dedicated, educators); 
- A program for fertility preservation; 
- A management program for the follow-up and for long-term issues. 
 
Is also important to increase awareness of pediatricians and general practitioners on the oncological 
disease in adolescence. The first occasion to be informed took place in universities and specialty 
schools. It is therefore important that these issues are covered during the course of studies.  
For example, it would be useful to disseminate the results of the studies of this thesis and of studies 
that are described in the scientific literature about the specific medical and psychological treatment 
of this subset of patients. 
The fundamental role of psychology in the humanization of medicine finds in this context a new 
challenge. The role of psychology is essential as a liaison between the medical needs, on the one 
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hand, and the necessity of implementing them in practice through communication programs, 
awareness-raising training, development of new forms of support, and attention to the doctor-patient 
relationship. 
Future research should be aimed at defining shared national and European standards in the 
treatment of adolescents with cancer, establishing and implementing guidelines on relevant topics 
including: 
- Defining in what cases and situation using psychopharmacological therapies is recommended and 
when not (and related guidelines); 
- Adjusting the informed consent to take part in phase I/II clinical trial, taking into account age 
specific vulnerability and our cultural context. Today indeed to get access to an experimental 
protocol, also patients aged 14 have to sign an informed consent in which it is written: “This 
procedure will not have a therapeutic effect for you and you will die". Qualitative studies are 
needed to define what is the best procedure to honestly inform a young patient, without reducing 
trust and destroying hope (this research is nearly to be started). 
- Developing and validating diagnostic tools for the evaluation of protective/risk factors, for 
detecting promptly situations of poor compliance and improving the adolescent ‘s adaptation to the 
therapy and treatment. To date, there is a lack of validated tools for the assessment of personality 
factors that are at the same time reliable and sufficiently easy and short to be administered in a 
healthcare setting, where not always patients and/or operators have time and motivation to conduct 
a psychological evaluation.  
The study of psychological responses to a serious organic disease is a potentially fruitful 
opportunity for understanding more in general the psychological aspects of the defenses and 
resources that the human mind has put in place to cope difficult situations, pain, change, and 
trauma. Pediatric Oncology is one of the contexts in which the presence of psychology is more 
accepted, so it represents an interesting starting point for a more general consideration about the 
role of psychological research in a working hospital; in fact an hospital context is quite different 
from a laboratory setting, with a number of distinctive characteristics and limits which require a 
high level of flexibility and adaptability in order to deal with continuously changing situations 
successfully. In particular, the course of a research work can be unpredictably influenced by  a 
number of different variables concerning:  
- the current institutional framework and organizational aspects; 
-  the relationship with patients, who have medical priorities and can be not or poorly 
cooperative; and with doctors, who need to approve the objectives of the research and 
support it;  
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- the needs related to treatments and diagnostic exams: the medical priorities dictate the times 
and places for the psychological intervention. The objectives of the studies must be 
respectful of the needs of the patients and not be an obstacle to the efficient execution of 
medical activity. 
This thesis, which join together different but related studies on the treatment of cancer in 
adolescents and young adults, gives an account of the complexity, and in some cases the difficulty 
of carrying out psychological research in a hospital setting, where the constraints imposed by the 
clinic practice cannot be ignored, and it is necessary to flexibly take into account the issues that 
affect the real needs of the department in which research is conducted.  
As for research, also the psychological intervention in this context is affected by the same 
complexity. The psychological support in case of serious organic disease cannot be centred only on 
traditional models of support and psychotherapy, based on a rigorous setting and on treatment of 
symptoms. We need new models that sustain the resources of the patients during treatments and 
even later, with preventive interventions and with different type of helps (psychological support, 
socialization, entertainment, school in hospital). We also need a new or at least renewed language 
which takes into account the changed ways of communicating and relating of the new generations 
(Internet, YouTube, Facebook, social network).  
All the studies that compose this thesis arise from my daily attendance to the Pediatric oncology 
department and strict collaboration with physicians. These studies point out that the method and the 
demands of medical care can be harmonized with psychological methods and intervention through a 
close working relationship between psychologists and medical doctors. 
 
